Abstract Racial disparities have been found in the use of chemotherapy as cancer treatment. These disparities may be, in part, due to well-documented differences in the quality of communication during clinical interactions with oncologists and Black versus White patients. In this study using a community-based participatory research approach, academic researchers, community members, and oncologists formed a partnership to develop a communication intervention to address racial disparities in cancer care. Partners developed a question prompt list (QPL), a simple tool that can be used to improve communication, and thus treatment, during clinical interactions in which oncologists and Black patients discuss chemotherapy. Partners endorsed the use of a QPL, provided specific suggestions for content and format, conducted and analyzed qualitative interviews with Black patients receiving chemotherapy, and approved the final version. The feasibility and effectiveness of the QPL that resulted from this research process are currently under evaluation in a separate study
Introduction
The purpose of this study was to develop an intervention designed to improve the quality of communication during interactions in which Black patients and their oncologists discuss adjuvant or neoadjuvant chemotherapy as a treatment for breast, colorectal, or lung cancer. We focused on this type of interaction because racial disparities have been found in the receipt, dosing, regimen, and time to start chemotherapy [1] [2] [3] [4] [5] [6] . For example, Griggs and colleagues have found that even after controlling for factors such as stage of cancer, body size, and SES, Black women are more likely to receive reduced initial doses of chemotherapy and/ or nonstandard regimens [1, 5] . One factor that clearly contributes to these racial disparities in cancer treatment is differences in the quality of communication during interactions in which treatment is discussed. Studies have shown, for example, that, relative to patient-physician clinical interactions with White patients, interactions with Black patients are shorter, characterized by less positive patient affect, more physician contentiousness, fewer patient questions and less physician information-giving, and followed by less patient trust in physicians and understanding of the diagnosis and treatment after the interaction [7] [8] [9] [10] [11] [12] [13] [14] [15] . Clinical communication has been shown to affect patient outcomes, including treatment decisions, adherence to treatment recommendations, perceptions of care, and psychosocial and physical health [16] [17] [18] [19] [20] . Thus, interventions specifically designed to improve the quality of cancer clinical communication during interactions with Black patients and their oncologists may reduce health disparities in cancer care.
The communication intervention we developed is called a question prompt list (QPL).
A QPL is a list of questions related to the physical and psychosocial aspects of illness and treatment that patients may want to ask their physicians during a medical visit. QPLs have been used to encourage patients to participate actively during medical visits (i.e., ask questions and state their concerns) [21] [22] [23] , based on research showing that physicians are more patient-centered, informative, and supportive when they interact with actively participating patients [11, 24, 25] . In the context of cancer, QPLs have been developed and tested in surgical, medical, radiation, palliative care, and clinical trial settings [26] [27] [28] . For example, Clayton and colleagues developed and tested a QPL to improve the active participation of cancer patients and their caregivers at the end of a patient's life. Findings from this randomized controlled trial showed that patients and caregivers who received the QPL asked significantly more questions of their physicians than did those in the control group. Further, seven of the nine QPL topics, including prognosis, were discussed significantly more often in the experimental group than in the control group. These findings suggest that QPLs can be effective in stimulating discussion and improving communication during complex, high-stakes conversations, such as those involving end-of-life cancer care [29] . Other studies using QPLs have been shown to increase the number of patient questions overall, but possibly of greater importance, they have been shown to increase the number of patient questions about topics directly relevant to the context, such as tests, diagnosis, and prognosis [22, [29] [30] [31] .
Although QPLs have been shown to improve communication in cancer and other medical contexts, most have been developed and tested in majority populations in Europe, Australia, or the USA. QPLs may also need to be developed for minority populations because interactions with minorities differ from those with majority populations in some significant ways, as discussed above. Black patients in the USA are highly likely to receive cancer care from an oncologist who is not Black, and racially discordant interactions are characterized by poorer quality communication and cancer treatment [32] . Thus, in this study, we developed a QPL to be used in a minority population of cancer patients facing a discussion with their oncologist about chemotherapy treatment. Once developed, this instrument can be tested for the extent to which it improves clinical communication and thus treatment in this population.
Question prompt lists have generally been developed by academic researchers who collect information about the clinical context and elicit the perspectives of patients and physicians similar to those who may be affected by the research. Given that the QPL for this project was specifically intended for use in a minority population, we opted for a community-based participatory research (CBPR) approach. This approach seemed most appropriate because social and behavioral interventions to address health disparities are ideally developed in collaboration with, rather than based on information obtained from members of the community who will potentially benefit from them [33] . CBPR is characterized by an equitable partnership between community members, representatives from community-based organizations, and academic researchers [34] . Partners are involved in every stage of the development of the research, including identification of the research questions, development of interventions and other research materials, and interpretation and dissemination of the findings [35] . Engaging community members in every stage of the research maximizes the potential that the research reflects the needs of a community and therefore increases participation and enthusiasm for research, and is thus particularly important in addressing health care disparities related to a special population [33] .
A particular strength of CPBR approaches to addressing health care disparities, at least potentially, is their ability to combine scientific rigor with community wisdom. One of the greatest challenges of this approach is to achieve the best possible balance between the academic and community perspectives, roles, and responsibilities. These perspectives and roles are often in competition, as members of the academic community turn to theory and scientific literature to identify and address problems, while community members are more likely to turn to their experience [36] . Despite these challenges, a growing number of organizations are committed to using CBPR principles to create academic-community partnerships to address health disparities [37] . Outcomes, including research quality, community capacity, and health status, are more likely to be improved when community members are involved in the full spectrum of action, from the definition of the problem to the intervention to the evaluation [37] . In the current study, academic researchers, medical oncologists, community members, and representatives of community organizations worked together, despite their different perspectives, to develop a QPL as an intervention to reduce racial/ ethnic disparities in cancer care by improving communication during interactions in which Black patients and their oncologists discuss chemotherapy as cancer treatment.
In this article, we describe the development of the QPL in two parts. First, we describe the CBPR process through which the QPL was developed. Second, we describe a qualitative research project conducted as part of the QPL development.
Method

Setting
The research is part of a National Cancer Institute-funded Community Network Program Center known as Southeast Michigan Partners Against Cancer (SEMPAC). The overall goal of SEMPAC is to reduce cancer health disparities among older African-Americans with cancer in Southeast Michigan through research, outreach, and training. SEMPAC represents a partnership between the two major hospitals that provide cancer care in Detroit and Southeast Michigan. The research was conducted at these two hospitals and was approved by the Institutional Review Boards of Wayne State University, Karmanos Cancer Institute, and Henry Ford Hospital.
Overview
There were two distinct phases to the development of the QPL, with extensive partner involvement in each phase. In the first phase, partners met to discuss the research question (i.e., whether and how a communication intervention may reduce racial disparities in cancer care), the research process (i.e., development of the communication intervention), and to develop an initial draft of the QPL. In the second phase, partners conducted a qualitative research project to gain the perspectives of Black patients who were currently undergoing or had recently completed chemotherapy for breast, colorectal, or lung cancers at one of the participating hospitals.
Partners were academic researchers, including psychologists and communication scientists with expertise in health behavior, and members of two distinct groups who may be affected by or benefit from the research. The first of these groups was called a community Research Advisory Committee (RAC), which comprised six individuals who were residents of the surrounding community (i.e., Southeast Michigan) and/or representatives of community health organizations. Among these individuals, five were Black, five were women, three were cancer survivors who had received treatment at one of the two participating hospitals, and five had collaborated on SEMPAC projects in the past. The second group comprised seven practicing medical oncologists who regularly see patients at one of the two participating hospitals and who have collaborated with SEMPAC in the past.
Phase I (Initial Development of the QPL) Partners met in small groups to discuss the research questions and procedures. There was general agreement on the nature of the problem and the potential of a question prompt list to improve communication, and thus reduce racial disparities, in this setting. Next, the researchers assembled potential content and formats for the QPL by searching the Internet, and websites of professional organizations such as the American Cancer Society and the National Cancer Institute. Partners discussed potential QPL content and format in small groups and individual meetings between January and September 2011. Partner comments and suggestions were captured in field notes to be used to inform the initial draft of the QPL. (A summary of these meetings follows.) Finally, partners discussed plans for phase 2, in which researchers would conduct interviews with Black chemotherapy patients to elicit their experiences and perspectives on asking questions and gathering information from oncologists during clinical interactions in which chemotherapy was discussed.
During meetings to discuss QPL content and format, RAC members proposed specific language for the instructions, questions that may facilitate patient comprehension and appropriate language, font size, and design for patients who may have difficulty reading due to low literacy levels, vision problems, or physical limitations related to the cancer or treatments. They also suggested ways to enhance the usability of the QPL such as paper size and quality, order of questions and sections, white space for notes, and graphics. Regarding question content, RAC members expressed reluctance to remove any questions from the initial pool of questions and suggested adding many specific questions. For example, RAC members suggested adding questions about side effects that may be of particular importance to Black (and other) patients, such as changes to skin, hair, and nails. They also suggested questions about dietary changes or supplements they perceived as frequently used in this population that may prevent or manage side effects or interfere with chemotherapy.
Oncologists suggested content that is routinely discussed during patient visits in which chemotherapy is initially discussed and thus should be considered as relevant to the QPL. Suggested content included: diagnosis and disease process, goals of prior and additional treatments (before or after surgery), specific treatment recommendations (including plans, risks, side effects, costs, expected benefits, roadmaps, and long-term goals), implications of not pursuing additional treatment, clinical trial availability, prognosis and risk of relapse, differences between physician roles (e.g., medical oncologist vs. surgeon), factors that may affect or change treatment, and genetic implications for family members.
Although oncologists endorsed the idea of using a QPL to encourage patients to ask questions, they also expressed some concerns. First, some oncologists felt that a QPL may increase visit time and provide little benefit, given their belief that oncologists routinely cover important topics thoroughly and clearly. To address this concern, some oncologists suggested limiting the number of questions on the QPL and explicitly instructing patients to select and ask only the questions that specifically concerned them rather than asking all the questions on the QPL. A second concern expressed by some oncologists was that some questions could be troublesome or difficult to answer, but that patients would be particularly likely to ask them if they were on the QPL. Questions that were mentioned as potentially troublesome were related to whether the oncologist would make the same treatment recommendation to his or her own family member, the costs of treatment, alternative treatments or treatments patients found on the Internet, sexuality during and after treatment, and explanations for not having discovered the cancer earlier.
Finally, researchers developed a QPL draft that was acceptable to partners using the following procedures. Questions were included in the draft if all partners had endorsed them, such as questions about rationale for treatment and logistics related to receiving treatment. Questions were eliminated if more than one partner strongly objected to their inclusion, such as those described above as troublesome. Included questions were grouped into sections and redundancies eliminated. This draft was used in the second phase of the research, a qualitative research project to further inform the development of the QPL.
Phase 2 (Qualitative Research Project) In this phase, a qualitative research project was conducted following standard qualitative procedures for conducting and analyzing semi-structured interviews. The purpose of the interviews was to elicit the perspectives of Black patients in this context and to gain their feedback on the current draft of the QPL. The researchers, RAC members, and some of the oncologists developed the interview guide and research procedures (described below). The researchers conducted and analyzed the interviews; the RAC and some of the oncologists were regularly informed of emerging themes and participated in revisions to the QPL based on these themes.
Recruitment and Interview Procedures for the Qualitative Research Project
Research participants were Black patients who had recently completed or nearly completed chemotherapy. They participated in interviews during which they were asked to discuss their experiences and perspectives about asking questions and seeking information from oncologists during clinical interactions. Patients were referred by clinic staff at one of the two participating hospitals if they met the following criteria: self-identification as Black or African-American, currently receiving or recently completed chemotherapy for one of the three cancers of interest at one of the participating hospitals, and over the age of 40. Researchers contacted interested patients by telephone or in the clinic, explained the study to them, and scheduled a meeting at the clinic in which they received an IRB-approved information sheet and participated in one one-hour interview. No personal identifying information was collected. Patients were invited to bring a friend or family member if they were so inclined. Researchers planned an initial goal of 15 patient interviews, after which they would evaluate whether data saturation had been reached (i.e., no new themes or concepts were evident) [38] .
Three of the researchers conducted the semi-structured interviews. The interview guide included three open-ended questions and an opportunity for feedback on the initial draft of the QPL. Patients were asked to discuss: (1) questions they remembered asking their medical oncologist during their first visit to discuss chemotherapy; (2) additional questions they thought they should have asked, now that they had more experience with chemotherapy; and (3) questions other patients should consider asking their medical oncologist during these visits. Interviews with patients were audio recorded and professionally transcribed verbatim for later analysis.
Data Analysis Procedures for the Qualitative Research Project
Analysis of the interviews was ongoing during data collection and interviews were conducted until data saturation was reached. Patient interviews were transcribed and imported into NVIVO 9 software for thematic analysis. Researchers who had conducted the interviews used an iterative process to identify key themes emerging from the interviews. This process involved independently reading the transcripts to identify initial themes, discussing and refining the themes and creating operational definitions of the themes, returning to the transcripts for line-by-line coding of themes, and discussing final coding decisions [39, 40] . As mentioned above, members of the RAC and oncologists were regularly informed of themes as they emerged and participated in revisions to the QPL [41].
Results of the Qualitative Research Project
Nineteen patients were interviewed. Patients in seven of these interviews brought at least one companion; companions (n=9) included a spouse, adult child, sibling, parent, or cousin. Patients had breast cancer (n=11), colon or rectal cancer (n= 5), or lung cancer (n=3). All patients were Black; 15 (79 %) were female. Patients were not asked to provide any other demographic or medical information that might identify them because the research question and qualitative design did not require this information. Of the 19 patients, 6 were currently undergoing chemotherapy and 12 had completed chemotherapy within the past 3 months prior to participating in the study. The remaining patient was referred to the study by clinic staff and agreed to participate but revealed during the interview that he had chosen not to receive the recommended chemotherapy. His interview was included in the study because he provided his perspective on the interaction in which chemotherapy was discussed.
Two key themes emerged from the analysis: topics patients felt were relevant and should be asked in this context •"I asked was the mammograms the possible cause of the cancer or does it increase the size of the tumor"
Treatment
•"[She asked] why she couldn't get radiation instead of chemotherapy."
•"I don't think I had a clear understanding of what chemo is, I know it attacks the healthy cells as well as the bad cells, and I just don't think I understood exactly what it does to the body." •"[I asked] about why the treatment was so aggressive, I guess I was reading everything on the Internet."
Side effects
•"I just wanted to know how quick I would lose my hair because I had, like, Oprah hair, real thick."
•"I was concerned about what my energy level would be and they don't tell you. You could read the side effects, but they don't tell you exactly how bad this is gonna be." •"I wish I would have asked about steroids, but I didn't know anything about that. I'm new to the game, I wasn't aware." •"I did ask her what the point of chemotherapy was since they-we had the lumpectomy so it was all removed."
•"I wanted to know was this gonna be a cure; I guess it's maybe a dumb question. I wanted to know was this a 50-50 chance or a 90 % chance that this treatment was going to knock out all the cancerous lymph nodes that they found, that's what I wanted to know. But I didn't ask that because I was afraid to ask that." •"I did ask what would happen if I decide not to take the treatments."
Support services
•"[People should ask] if there are any programs that the hospital has that could help with bills and stuff because they do, they got a bunch…." 6. Treatment schedule
•"[I should have asked] about scheduling because when you're new to the process, there are apparently things that happen that…longstanding people know and the newcomers don't know, like the flow of your appointment day." •"Ask your doctor all the information that you think you'll need to know, where would you go to take the treatments, how big of a dose, how long of a dose, I was here for like two hours." •"I did ask her can I take breaks for holidays or vacations because I was going to see my daughter when I was taking chemotherapy, but I had to wait until I finished, so I did." Table 2 Potential barriers to question asking Barrier Quote
Feeling overwhelmed
• "I just felt numb, my mind was just gone, I just didn't ask the questions I should have, but afterwards…you keep thinking of things you should have said." • "If you never had cancer, you know, you just be kind of lost." 2. Trusting the medical team • "I'm not educated in that, so I wouldn't ask about that."
• "I figured they had more to say than me. Back in the day when I was on my job, if somebody came to my job, I'm the one with the information." • "I didn't have to ask many questions because here they are very, very thorough."
Avoiding information
• "I was downplaying it. I didn't want to get all worked up about it."
• "That is gonna cause worry, and that worry, then, can affect not only your treatment but it can affect your health in general." • "One question I don't want to know is how long do I have. I don't want to know. I think if a person wants to know, they should ask. I don't think the doctor should tell them." 4. Feeling some information is irrelevant
• "I didn't ask about how chemo would affect other conditions because I don't have any other conditions."
• "I didn't ask about transportation because my husband drives me."
Feeling they already knew enough
• "I didn't ask about how to prevent side effects because there is no way to prevent them."
• "My mom had gone through it, two of my aunts have gone through it."
Not knowing what questions to ask
• "I didn't think about getting chemo at another site. I didn't know I had a choice."
• "I guess at that time I didn't think of it."
Feeling intimidated by the medical team
• "I guess maybe it was a dumb question."
• "I had a lot of questions, but I just, when you're sitting there talking, it's almost intimidating…I think sometimes you feel like, who am I to question the doctor? He knows what's best."
and barriers to asking these questions. These themes are described briefly below; patient quotations to illustrate the themes are provided in Tables 1 and 2 . Patient feedback on the QPL in general is also briefly described below.
Topics The first key theme that emerged from the analysis of the interviews was topics patients remembered asking their oncologist about during this clinic visit, topics they wished they had asked about, and/or topics they suggested future patients ask about. The topics were: (1) description of the diagnosis and stage, including genetic and other potential causes; (2) recommended treatment, including names of medications, how they work, how they would be delivered, and alternatives; (3) potential side effects, including managing them, preventing them, and effects on lifestyle in the short and long term; (4) goal of treatment and prognosis; (5) support services, such as financial advice, yoga/massage, or assistance with coping; and (6) treatment schedule (Table 1) .
Barriers to Asking Questions
The second key theme that emerged from the analysis of the interviews was barriers to asking questions in this setting. These included: (1) feeling overwhelmed by the circumstances and the setting; (2) trusting that the medical team would provide all needed information, either verbally or through written materials; (3) preferring to avoid knowing some information; (4) feeling that some information was irrelevant; (5) feeling they already had information based on their personal or professional experience or from the Internet; (6) not knowing what questions to ask; and (7) feeling intimidated by the medical team (Table 2) .
General Impressions of the QPL Finally, some patients provided their general impressions of the QPL draft during the interviews. Overwhelmingly, patients endorsed the QPL as a communication tool. For example, a patient commented: "I had a million thoughts. At different times I had the opposite thought of what I was thinking. This [QPL] kind of puts me in focus, takes all the fragments and puts it together, centers it in." Another said, "I don't care how much you've done made up your mind on what you're going to ask. If you don't write down the list the day or so before, every time you think of something, by the time you get to the doctor you done forgot it." Another said, "If I had had this material to read over at home, then I could have asked more questions because I would have been more aware and maybe I wouldn't have been in denial so much." One patient, however, did not feel the QPL would be useful for the following reason: "I'm with asking questions, but some stuff is just, you gotta go through it, you know what I mean? You can say, 'well how am I gonna feel,' but you will know when you go through, and you kind of got to handle it day-to-day is how I look at it."
Results
A final version of the QPL resulted from phases 1 and 2 and was acceptable to all partners (See Table 3 (7) Where can I get help with costs and coping?
Discussion
As far as we are aware, this is the first study to use a CBPR approach to develop a QPL to improve clinical communication, and thus care, in a minority population of patients who bear the disproportionate burden of cancer health disparities. QPLs have been developed to improve clinical communication and patient outcomes in several medical settings [22, 31] . In general, QPLs are developed by academic researchers based on information gained from physicians and/or patients who may benefit from the research using formative research, such as focus groups. In this study, academic researchers formed a partnership with representatives from two distinct groups that may benefit from the research: residents of the surrounding community (i.e., Southeast Michigan) and medical oncologists from the two hospitals that provide the greatest amount of cancer care in this community. Additionally, as part of the research process, partners conducted qualitative interviews to gain the perspective of patients who may ultimately benefit from this research.
In this study, partners had worked together in the past on research and community outreach and thus had an established relationship. These types of academic-community relationships often take years to develop, so it was a distinct advantage that trust and respect existed prior to the start of the research [36] . Possibly because of the established relationship, we were able to identify and overcome conflicts between partners representing these communities, such as concerns about the length of the QPL. However, we also found complementary perspectives; for example, community members provided information about content and formats that had the potential to be especially valuable to Black patients in this setting, while oncologists were able to provide information on the medical content that may be important for patients to elicit during these high-stakes interactions.
In qualitative interviews, chemotherapy patients generally endorsed the use of a QPL as a communication tool, provided topics they thought to be relevant in this context, and also provided insights into barriers to asking questions in this setting. Patients indicated that this type of communication tool may have "organized and prompted their thinking." Thus, although this tool has not yet been tested for feasibility or effectiveness, findings from this study suggest that the CBPR process was effective in building a communication tool that will be feasible and acceptable to stakeholders in this clinical setting.
Question prompt lists have been shown to increase the number of questions patients ask during clinical interactions but have only infrequently been tested in a clinical setting for feasibility and effectiveness, especially on longer term outcomes [21, 31] . Our partnership is currently testing the QPL using a randomized controlled trial design to determine the extent to which it improves communication and, as a result, treatment outcomes for Black patients seeking cancer care in this setting. This type of research not only has the potential to be acceptable to community members but also may reduce racial health disparities by improving the quality of care for Black cancer patients and their families.
